Abstract With the rapidly evolving field of prenatal testing, there is a growing need to provide support for women pursuing termination of pregnancy following the discovery of a fetal anomaly. Previous studies have documented that women in this situation often feel unsupported, but the type of resources desired by this population remains undetermined. We studied the awareness and utilization of support resources in 51 women at the time of the procedure, at 6 weeks, and at 3 months following the event. Though largely knowledgeable of existing resources at the time of the procedure, only 50 % admitted contemplating their individualized need for support. Most expected to rely on the support of family and friends. Additionally, 50 % expressed the desire to commemorate the pregnancy, though none wanted direct contact with their healthcare provider(s). Responses from the 6 weeks and 3 months assessments were consistent with previous literature as many women indicated not coping as expected and were unprepared for the psychological consequences following the procedure. Our findings indicate that women in these situations may not realize what their long-term support needs will be. They further indicate that guidelines for routine follow-up care should be established among healthcare providers that respect this population's initial desires to avoid reminders of the pregnancy and promote a flexible timeframe for support uptake. Additional support resources that promote flexible uptake as well as meet the desires of anonymity and ease of access need to be developed for this population.
Introduction
According to the most recently published Center for Disease Control abortion surveillance report, over 730,000 terminations were performed in the United States in 2011. Although the majority of terminations are performed on unplanned or unwanted pregnancies, studies estimate that approximately 5 % of terminations are performed on intended pregnancies, including those performed for maternal indications and fetal anomalies (Finer and Kost 2011) . Advancements in the field of prenatal screening and diagnostic testing may increase the number of congenital anomalies and/or genetic conditions detected during pregnancy and as a result, more women may be faced with the decision to continue or end the pregnancy (Jong et al. 2011) . Although the decision to end a pregnancy depends on several factors, including timing of diagnosis and type of fetal anomaly, it has been reported that the majority of pregnancies with an identified severe fetal anomaly are terminated (Mansfield et al. 1999; Salvesen et al. 1997; Schechtman et al. 2002; Souka et al. 2010) .
Unlike other forms of perinatal loss, parents undergoing termination of pregnancy for a fetal anomaly must make the active choice to end the pregnancy. This voluntary decision often puts these families in a gray area between the categories of miscarriage/stillbirth/neonatal death and elective termination for personal reasons. Termination remains a controversial issue in our society and given that the vast majority of terminations are for non-medical reasons, there may be a lack of societal understanding of the factors that may influence the termination of a wanted pregnancy (Bryar 1997; Kolker and Burke 1993) . In a studies conducted by Bryar in 2007 and McCoyd in 2010, many pregnant women who were faced with a fetal anomaly had never anticipated making such a decision and had to reexamine their own personal views on termination of pregnancy as well as how they felt their situations differed from non-medical terminations.
Previous studies have explored the emotional consequences of women who elect to terminate for a fetal anomaly and have found that grief, posttraumatic stress and depression are common responses (Elder and Laurence 1991; Kersting et al. 2009; Kersting and Wagner 2012) . In particular, studies have found that grief may persist for weeks to months following the termination procedure. Several studies have reported that overall psychological distress may not decrease in the first few years after the termination while others imply that the psychological distress does decrease within this time frame (Kersting et al. 2005; Korenromp et al. 2005a, b; Salvesen et al. 1997) . In a longitudinal study by Korenromp et al. (2009) that started at 4 months following the pregnancy termination procedure, it was determined that poor psychological response at that initial timepoint was the most important predictor of the long-term outcome.
Although negative psychosocial outcomes following a termination of pregnancy procedure have been documented and indicate a need for support resources, the type of psychosocial support desired by a woman undertaking a termination of pregnancy for a fetal anomaly has not yet been determined. Furthermore, to our knowledge, there is no set protocol for how these women and families should be followed post-termination in order to monitor for such emotional consequences.
Several support systems and resources exist for this patient population, such as national websites that focus specifically on the termination of a wanted pregnancy or pregnancy loss in general, books that discuss similar experiences of families, and in-person and online support groups. However, in a study done by Lafarge et al. in the United Kingdom (2013) , many women who had undergone a termination of pregnancy for a fetal anomaly reported feeling unsupported post-termination and expressed need for further resources. It is important to note that most studies exploring the experiences and satisfaction of care of women in these situations have recruited participants from pre-existing support groups and thus may represent a selection-bias. To our knowledge, a study has not yet been done on the support needs of this population beginning with the actual procedure date.
Purpose of the Study
Our study aim was to identify what support, if any, women desire following a termination of pregnancy for a fetal anomaly. Our study also investigated if the initial desire for support represented what women felt they needed in the weeks and months following the procedure. Though we hope that the information collected will help all healthcare providers better understand the support needs of women in such situations, this insight may be particularly valuable to healthcare providers who facilitate the discussion of termination of pregnancy. Often genetic counselors help to facilitate the discussion of pregnancy management options after a fetal anomaly has been identified and may try to provide support resources when a woman is contemplating or has made the decision to end the pregnancy. By determining the support resources women are interested in and what motivates their use of such resources, we may be able to provide better care and anticipatory guidance for these women.
Methods

Recruitment and Study Instrument
Recruitment for this study was from September 16, 2013 to March 5, 2014 and follow-up surveys were administered through June 5, 2014. The study population consisted of English-and Spanish-speaking women over the age of 18 years proceeding with termination of pregnancy for a fetal anomaly at a private Houston area clinic. The nurse at this clinic gave a study packet including an information letter and initial survey to each patient. The letter served as the informed consent and emphasized that participation in the study was voluntary and that it would also be optional to list contact information for the follow-up surveys. Contact information for the online support resource BA Heartbreaking Choice,^as well as for a suicide hotline, was also given in the letter.
Women were invited to complete the initial paper survey on the first day of the procedure (Time 0, T0; Fig. 1) ; the 25 question survey took approximately 5 to 10 min to complete. This included five questions on demographic information (Table 1) , five questions on pregnancy history (Table 2) , and 13 questions relating to the current pregnancy and support resources. Questions related to the current pregnancy and support resources assessed the woman's perception of the identified anomaly, her decision to end the pregnancy, and the support resources she was aware of and anticipated using. Respondents were also asked to check factors that would influence use of support resources following the end of the pregnancy. Though the vast majority of questions on our initial survey were multiple choice, respondents were able to write-in the support resources they wished that they had been offered and if there was additional information they felt would help other women in similar situations.
Participants were asked to include contact information if they wished to receive the follow-up surveys. Women who declined participation in the follow-up surveys were asked what factors led to that decision, such as if they were uncomfortable sharing contact information or if it would be too emotional to receive a reminder about their loss. Contact information and/or the reason for declining was not linked to the responses of the initial survey.
If contact information was provided, two follow-up surveys were sent via email or mail to the participant. The first follow-up survey was sent 6 weeks following the termination procedure (Time 1, T1) and the second was sent 3 months following the procedure (Time 2, T2). The follow-up surveys were 28 questions in length and assessed what support the respondent had utilized since her termination of pregnancy procedure and if her need or desire for support had changed since the initial or previous survey. Three free-response questions were also included and asked women if there was additional support they wished was available, if they had received any unwelcome support, and if they were coping as they expected following the end of the pregnancy. Demographic and pregnancy-related information was also gathered with the follow-up surveys. Follow-up surveys were not linked to the initial or previous survey due to restrictions placed by the Institutional Review Board (IRB). 
Data Analysis
Data obtained from the surveys were entered into a secure database. Data analysis was performed using STATA (v.13, College Station, TX). Categorical variables were reported as frequencies and percentages. Continuous variables were reported as means and standard deviations (sd) or medians and interquartile ranges (IQR) for normally distributed and nonnormally distributed data, respectively. Contingency tests were used to compare categorical variables. Continuous variables were assessed using two-tailed parametric (t-tests) or non-parametric (Mann-Whitney tests) tests, for normal and non-normal data distributions, respectively. Statistical significance was assumed at a p<0.05. Free text comments were evaluated qualitatively by the principal investigator (AR) using the technique of thematic analysis. Thematic analysis is commonly used in qualitative research to analyze both interviews and written texts and focuses on sorting recurrent topics identified in the data into themes. These themes are then further interpreted and compared in order to explore and understand the meaning of the phenomenon described (Marks and Yardley 2004) . In our study, the common phenomenon shared by our participants was the termination procedure pursued for a fetal anomaly. Comments were read by all the authors and discrepant themes were discussed until an agreement was reached.
Ethical Considerations
Human Subjects Approval was obtained through the University of Texas Health Science Center at Houston Institutional Review Board (Approval #HSC-MS-13-0478). We recognize that recruitment for this study occurred during a sensitive time for these women and provided contact information for support resources for those women in immediate need. Participants were recruited on the first day of the procedure in order to collect a wide range of viewpoints and to identify the support resources desired by women who had already made the decision to terminate and not those who may still be in the decision making-process.
Information for the website BA Heartbreaking Choice,ŵ hich focuses on support of families terminating a wanted pregnancy, was included in our letter of invitation for the initial survey as well on our follow-up surveys. At the recommendation of the IRB, the number for a national suicide hotline was also included on our follow-up surveys.
Results
Participant Demographics
A total of 51 initial surveys (T0) were completed and with the exception of one survey in Spanish, all of the surveys were collected in English. The average age of the participants was 32.29±6.25 years (Range: 18 to 45 years of age). Participants were most often Caucasian (62.8 %), Hispanic (15.7 %), or African American (11.8 %). Most respondents had at least some college experience (83.7 %), with over half reporting a college degree or higher (67.4 %). Please see Table 1 for participant demographics.
Pregnancy Information
The average self-reported gestational age was 16.8 ± 3.63 weeks (Range: 9 to 23 weeks). For the majority of participants, this was not their first pregnancy (66.6 %) but was the first time they were undertaking a termination procedure (84.9 %). Table 2 presents the detailed pregnancy information.
The majority of participants reported having first discovered the fetal anomaly by a screening tool, specifically ultrasound (66.7 %). Forty-five participants indicated pursuing additional confirmatory testing and/or imaging. Figure 2 presents the information collected on the anomaly discovered. Most participants (84.3 %) indicated that they were told the condition was lethal and/or would result in physical or intellectual impairment. Of note, participants were able to choose more than one anomaly discovered and the expected implication(s) of the anomaly.
Initial Survey
Decision Process
Responding on a Likert scale (1=Not as difficult as expected to 4=Extremely difficult), approximately two thirds (65.3 %) of participants reported that the decision to terminate was extremely difficult. A significant association (p=0.01) was identified between the gestational age and difficulty of the decision, indicating that the further along each participant was in the pregnancy, the harder the decision was to terminate the pregnancy. No significant association was found between the type of fetal anomaly or the expected implications of the fetal anomaly and the level of difficulty of the decision. When asked about the most difficult factor in choosing to end the pregnancy, participants most commonly selected the connection to the pregnancy (58.0 %). Other factors selected included religious beliefs, doubt about the anomalies identified, financial concerns, and partner and/or other family members in disagreement with the decision to terminate. Compared to participants who did not select a factor (n=3), participants who selected at least one factor (n=46) were more likely to have considered the decision difficult on some level or more difficult as expected (p=0.016). All responding participants (n=50) reported that they had shared the decision to terminate, most commonly with their partner (96.0 %) and immediate family members (88.0 %).
Support
Seven respondents (14.0 %) reported that they were unaware of the support resources available to them. Of the 43 women who were aware of support resources, 76.7 % reported their healthcare provider had given at least one support resource to them. However, half of the respondents to the initial survey had not contemplated their own need of support or were unsure of what those needs would be. Participants were more likely to have considered their need for support based on how difficult they felt the decision was to end the pregnancy (p=0.004) with the increasing level of difficulty coinciding with an increased consideration of support.
Support from family and friends as well as seeing a genetic counselor were the main support resources that participants anticipated they would use following the procedure. Three respondents (5.9 %) expressed that they would likely seek out a grief counselor, psychiatrist, and/or psychologist. Eight respondents (15.7 %) reported that they did not expect to utilize any support resources following the end of their pregnancy. One of these eight participants expressed that she was too overwhelmed to consider what support she would need or use in the future. When asked about what would influence their decision to utilize support resources, the most common responses were anonymity (34.8 %) or that no factors would impact their utilization (34.8 %; Fig. 3) .
When asked if they planned to commemorate the pregnancy in any way, half of respondents indicated that they would not be commemorating their pregnancy in any way. The other half mostly selected that they would want to commemorate the pregnancy on their own, while two participants indicated that they would like a card from a healthcare provider. No participants chose that they would like to receive a phone call from their healthcare provider(s), such as on the expected due date or the anniversary of the procedure. 
Follow-Up Surveys
Of the 51 participants, 21 disclosed contact information for the follow-up surveys. Six participants responded to the 6 week follow up survey while four participants responded to the 3 month follow up survey. Given this low response rate, analysis of the follow-up surveys was limited. We did identify several themes from the participant responses to open-ended items (Table 3) .
Of participants who did not disclose contact information for the follow-up surveys, 16 participants reported in the initial survey that it would be too emotional to continue to think of the loss of their pregnancy. Additional reasons for why participants did not disclose contact information included not being comfortable disclosing contact information and not wishing to receive emails regarding the follow-up surveys. No participants selected that they were not interested in this topic of research.
Discussion
This study is one of the first to explore what support resources are desired by women who undertake termination of pregnancy for a fetal anomaly at the time of the procedure. Since many patients do not return to clinic or continue communication with their healthcare providers following their decision to terminate, the time between fetal diagnosis and decision may be the only opportunity for the discussion of the availability of support resources. Our findings suggest that healthcare providers in general do attempt to provide these women with support resources; however, many women are unprepared for the discovery of a fetal anomaly and are more likely focused on making the decision to terminate and getting through the procedure and not on their current or future need for support. In our study, about half of the respondents had not fully contemplated their support needs even though most indicated being aware of available resources. Additionally, many of the women who declined BI experienced moderate mood disruption, i.e., depressed mood, lethargy, and irritability for 4-5 weeks. Additionally, I initially found it difficult to cope with physiological changes I endured as a result of post-pregnancy hormonal changes.B It's hard to say [how I am coping]. Frequent crying and depression-it's extremely hard to be around other pregnant women. So many online stories focus on the loss, which is important to relate to. But then you reach a point where you have to cope out in society and not be an emotional mess. It might be nice to know more stories about how people walked through their grief process after it stops being so recent but when it's still so heavy on your heart.Ĉ ategorization of termination with other forms of pregnancy loss BI thought it would be a bit easier to get past -like a miscarriage. But I realized after a couple of weeks that it was not something that I would ever fully get over.Ŝ upport from religion/spiritual beliefs BIt [the termination] has been the most difficult experience I've ever dealt with. There is nothing in life that prepares you for losing your child, especially one that you had prayed for. I trust completely in God and know wholeheartedly (sp) that He showed my child and I mercy by giving us the opportunity to let her gain her wings early versus me trying to carry to term and later deal with a greater loss.Ŝ upport Desired by Women Following TOP for a Fetal Anomalyparticipation in the follow-up surveys noted doing so as they did not know how they would feel following the procedure. This response can be challenging for healthcare providers, particularly genetic counselors, who may attempt to provide support resources when many women are overwhelmed by the decision and not focused on their own needs. As seen in past studies (e.g., Lafarge et al. 2014) and confirmed in the current study, the support needs of these women may become more obvious in the period following the termination procedure, a time where many seem to struggle with the unexpected grief process and may not know how or whom to communicate their emotions to. Thus, the results of our study pose an important question: When is the best period of time to discuss the availability of support resources and the potential emotional consequences following the decision to terminate the pregnancy?
Unfortunately, this study and previous studies cannot answer this question. However, our findings do indicate the need and the opportunity to create novel guidelines for follow-up care for this patient population. We recommend that healthcare providers consider setting up a plan with these patients for follow-up with the understanding that the initial perceived need for support may not represent long-term needs. It may be beneficial for the genetic counselor or facilitating healthcare provider to emphasize the wide range of emotions that can be felt after the procedure and that resources are available at any time. Information concerning these support resources should also be sent to the primary and/or referring provider as the patient may be more in touch with these individuals following the end of the pregnancy. A routine referral to a grief counselor and/or psychologist should also be considered or at least discussed as an option in the session, as many are unprepared for the level of grief that may follow the termination event.
It is important to acknowledge that many women feel vulnerable following the termination procedure and want to avoid painful reminders of their pregnancies as they begin the recovery process, as indicated by many women who declined participation in our follow-up surveys. Given that no participant wanted to be contacted personally by a healthcare provider for follow up after termination, we would argue that this desire to move on from the pregnancy is more similar to avoidance rather than denial or repression. By actively avoiding circumstances that may bring the termination procedure to mind, women may feel a sense of control over their recovery in an otherwise overwhelming process.
By not acknowledging the unique nature of the psychological consequences following a termination for a fetal anomaly, some women may also experience delayed grief. The concept is defined as grief that may be postponed or suppressed, rather than experienced fully at the time of the loss (McCarthy Veach et al. 2003) . However, a later event may trigger an intense reaction. This reaction may occur within the first few months to years following the procedure and could be triggered by a number of different events, including interacting with other pregnant women, the anniversary of the termination procedure, the anticipated due date, and becoming or failing to become pregnant again (Lafarge et al. 2013; White-van Mourik et al. 1992) . Thus women who may feel that they will be able to positively cope following the end of the pregnancy may still experience negative psychosocial responses in the unforeseen future. This further demonstrates the need to develop a plan for follow-up with all patients as well as additional support resources that would be generally applicable as women may seek support at different timepoints in the recovery process.
With healthcare providers who facilitate the discussion of the anomaly and the termination procedure, there may also be the desire to re-contact these women in the follow-up period to provide support. Given their psychosocial training and background, genetic counselors may feel even more obligated to follow-up with these women and to check on how they are coping since the procedure. However, the need for distance must also be respected in order for these women to come to terms with the termination in their own time. Contact with these women in the immediate follow-up period should be limited unless a plan has been mutually agreed upon before the termination procedure.
Additionally, our study indicated the need for additional support resources to be developed to meet this population's needs and desires. Given that the factors of anonymity, ease of access, and the opportunity to meet other women in a similar situation were the most appealing to women, a private online support group may be a preferred option. Online support groups for women terminating for a fetal anomaly do currently exist, but it remains undetermined if they are fully meeting the needs and desires of this population. Research in other patient populations has shown that online support groups can offer users a sense of control that they may not have with face-to-face conversations and can improve self-expression and social support; however, there are potential disadvantages, including sharing inaccurate information and creating an unhealthy obsession of the event (Malik and Coulson 2008) . In order for a support group in this population to truly be successful, a moderator within the medical profession may be needed to recognize any maladaptive coping mechanisms and offer personalized referrals.
Study Strengths and Limitations
Our study was conducted in a single practice in Houston, Texas and thus we acknowledge that the generalizability of our study may be limited. Clinics and healthcare providers in different areas may have individual protocols for follow-up of women who have elected a termination after the discovery of a fetal anomaly. The availability of support resources may also vary by area and region. We mainly listed national support resources on our survey, with the exception of in-person support groups. An in-person support group facilitated by genetic counselors for women and families who had terminated for a fetal anomaly once existed in Houston, but disbanded following poor attendance. Other areas may still offer an in-person support groups facilitated by genetic counselors, psychologists, or other healthcare professionals. Previous studies within this patient population have found that in-person support groups can help women and their families acknowledge their need to grieve as well as prevent feelings of isolation as they begin the recovery process (Gordon et al. 2007 ). Healthcare professionals who help facilitate such support groups are also given the opportunity to better understand the grieving process these families may experience. However, in-person support groups may not present the same level of anonymity or ease of access as online support groups. It is possible that those factors contributed to the poor attendance at the support group in Houston. Furthermore, we were only able to survey women pursuing the option of termination prior to 22 weeks gestation due to legal limitations in the state of Texas. There are several states that do allow termination procedures past 22 weeks gestation and well into the third trimester. These late-term procedures are thought to account for less than 1 % of the total number of procedures in the United States (Pazol et al. 2014) . Future studies may find that the support needs of women pursuing a termination for a fetal anomaly in the third trimester may be different from our study population.
An additional limitation of this study is the lack of detailed information on those who declined participation in the study. This may have caused a selection bias as the psychological response for individuals who declined participation may be different than those who participated. Our population also mainly consisted of highly-educated women and it is possible that women with lower levels of education may differ in their pre-existing support systems and their need for resources. However, we question if this is truly a limitation or whether it is representative of the population that is able to pursue termination at later gestational ages. Though the occurrence of a fetal anomaly does not depend on education level, women with a higher education level are more likely to be able to have a termination procedure at a later gestational age possibly due to the higher cost of the procedure (Jones and Finer 2012) .
Another limitation of this study is its small sample size, both in the initial and especially in the follow-up surveys, which prevented larger statistical analysis. Due to limitations imposed by the IRB on what data could be collected from the patients or the clinic, we were unable to assess how many potentially eligible patients were seen during the study period. However, based on anecdotal evidence of eligible patients who had declined the survey and patients seen per week we were able to estimate the response rate of approximately 62.2 % for this study. Therefore, the low sample size is probably a reflection of a low frequency of eligible patients seen in the specific clinic rather than a low uptake of the questionnaire. A number of single variable tests were conducted which increases the risk of family-wise error. Although single variable tests are considered acceptable for an exploratory study, the statistically significant findings obtained in this study should be replicated in future research.
The main strength of our study is its design, which began with the initial date of the termination procedure. To our knowledge, this is a novel design and allowed us to gain insight into the desires of this population at a critical timepoint. By attempting to sample all eligible participants from a private clinic, we were able to collect different viewpoints, including those of women who were not interested in support options. For those who were interested in utilizing resources, many had still not given thought to how they would cope following the procedure. Combined with previous studies that have surveyed women in the months following the procedure, including but not limited to Kersting et al. 2005, and Korenromp et al. 2009 , the information collected can help set up standards of followup and support for this patient population.
Research Recommendations and Conclusions
A further longitudinal study following this patient population is needed, as it still remains unknown if and when these women start to seek out support resources. Timing seems to be an important factor and such information may further help genetic counselors and other healthcare professionals understand when would be the best time to discuss the availability of support resources.
We hope that the insights gained from our study will help all healthcare providers, particularly those who facilitate the discussion of termination, deliver better care for women in these situations and that they will serve as a starting point for the development of new resources for this population.
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